Introduction {#sec1-1}
============

Previous studies in the UK had identified a greater relative risk for diabetes-related end stage renal failure (ESRF) in South Asians (those originating from India, Pakistan, Bangladesh, and Sri Lanka),\[[@ref1][@ref2]\] and suggested that quality of healthcare for South Asians is inadequate and compliance poor.\[[@ref3][@ref4]\] There was also a low-uptake of hospital-based diabetes services, with some evidence to suggest that South Asians were subsequently referred later for renal care, and more likely to be lost to follow-up.\[[@ref5]\] Moreover, knowledge of diabetes and its complications has been seen to be poor among South Asians.\[[@ref4][@ref6]\] This study -- Care Pathway project -- explored the concept of patient access to quality primary care -- how patients gain access to services? and how services are perceived by patients and care providers? The premise being that services need to be relevant and effective if the population is to have access to quality care for improved health outcomes. The concept of access operates on multiple levels.\[[@ref7]\] The role of healthcare providers in facilitating access includes the provision of meaningful information to support patients to make decisions about their own care.\[[@ref8]\] Considering access in the context of primary care services and from the perspective of a diverse sample of providers can help to shed light on where, how, and for whom care could be improved in the primary care pathway for diabetes.

Policy background {#sec2-1}
-----------------

National Service Frameworks for Diabetes and Renal Services were introduced in the United Kingdom in 2002 and 2006, respectively. These Frameworks provide guidance to healthcare commissioners and providers of the minimum standards of care that should be offered across the United Kingdom. Significantly, the frameworks recognized the disparity between ethnic groups and promoted a focus on earlier detection and ethnicity as a risk factor to improve outcomes for diabetic renal disease across different population groups.\[[@ref9][@ref10]\] Furthermore, the introduction of the quality outcomes framework indicators in primary care for diabetes in 2004 and the estimated glomerular filtration rate (eGFR) reporting in 2007 were both primary-care-based infrastructure developments introduced to improve for quality of care for all patients with diabetes.\[[@ref11]--[@ref13]\] Empowerment is a core standard of the Diabetes NSF\[[@ref8]\] and ensuring that people are informed and engaged in their care underpins the delivery of patient-centered care.\[[@ref9]\] As diabetes management typically involves a considerable element of self-care, clinical guidelines for effective diabetes care suggest it should be aligned with needs and preferences of people with diabetes and be culturally appropriate.\[[@ref14]\] Although it has been contested whether a generic empowerment itself is suitable for all groups of patients\[[@ref15]\] and therefore culturally appropriate in itself, it is universally agreed that for self-management to be supported there needs to be good communication between patient and healthcare provider from the outset and there on afterwards.

Study aims {#sec2-2}
----------

Rather than exploring the concept of empowerment in relation to access this article focuses mainly on concordance, although both were talked about by participants in the context of access and quality diabetes care. This is because as stated earlier, empowerment as a universal objective for diabetes care is contestable, and because evaluation of the care pathway explores how different stages, organizations, and human interactions relate in the system as a whole. The meaning of concordance is also dependent on different interpretations,\[[@ref16]\] but fundamentally it concerns the interaction between service provider and patient to support diabetes management. As self-care in diabetes management involves medication, education, monitoring, support, and advice, the relations between strategies, organizations, and infrastructures that underpin these can also be considered in terms of concordance to the extent in which there is a concordance or shared approach between them which facilitates access. In a similar way that concordance is an important element of how services are delivered as well as how they are experienced by people, cultural competency as a concept can relate to the system as a whole as well as to individual face to face interactions between patient and provider. Considering how social and cultural influences interact at multiple levels of the healthcare delivery system, and devising interventions that take these into account to assure quality healthcare delivery to diverse patient populations has been put forward as one definition of the process of cultural competency.\[[@ref17]\]

Given the policy impetus outlined earlier, this study -- Care Pathway project -- sought to explore how service providers viewed the progress made in delivering culturally competent services within the diabetes care pathway.

Materials and Methods {#sec1-2}
=====================

The Care Pathway project was implemented at three study sites: Leicester, Luton, and West London (Ealing) through 2006-2008. The inclusion of study sites was based on the sociodemographics of the local population to enable the inclusion of patients and providers to patients from the predominant South Asian population groups in the United Kingdom, that is, Indian Gujarati; Indian Punjabi; Pakistani; and Bangladeshi.

The design incorporated audits of patient indicators for diabetes and renal health at key points in the pathway: Diagnosis of diabetes and referral to specialist renal services in two years, 2004 and 2007, and qualitative individual interviews with patients and providers identified through the 2007 samples. This research design enabled the impact of policy and performance initiatives introduced between 2004 and 2007 to be evaluated. It also supported triangulation in the observation of patient experience between clinical outcomes, directly reported patient stories and reflections of service providers on working with patients with diabetes.

Fourteen service providers were recruited opportunistically through contacts made at each site and interviewed using a semi-structured interview schedule. The recruitment and criteria for inclusion in the sample was that interviewees were directly involved in the provision of services to people with diabetes including those recently diagnosed with diabetes.

The following participants played roles in providing care for diabetes patients: public health manager, diabetes specialist nurse, community dietitian, consultant diabetologist, diabetes and renal network manager, community health promotion worker, practice nurse, general practitioner, Link worker, community diabetes educator and community diabetes specialist nurse.

A semi-structured questionnaire had been developed specifically for the purpose of this study. This was devised by collaborating researchers (social scientists and clinicians). Both the participant information sheet and the preamble to the interview asked participants to recount their experience, in their own words, and the interview schedule was intended to be used as a guide to ensure the main areas were covered during the course of the dialogue.

One-to-one interviews were conducted by researchers at the participant\'s workplace; they lasted approximately for 1 h and were tape recorded. The resulting recordings were transcribed into Word documents.

The interviews explored a range of areas in diabetes care: Perceived barriers for South Asians in accessing services; perceived barriers to treatment adherence among South Asians; initiatives they may have tried in improving access to services among South Asians. Interviews explored whether the issues they raised differed or resonated with their experiences with White patients.

Analysis {#sec2-3}
--------

Interview transcripts were repeatedly read through, an initial framework of key themes (initial thematic categories) was formulated and interviews were analyzed using these themes as well as others which emerged. The thematic approach to analysis is a widely used process in the analysis of qualitative data\[[@ref18][@ref19]\] and was used in this research to identify a conceptual framework of themes and sub themes which relate to the access and quality of healthcare. Analysis of data from some of these themes and sub themes forms the basis of the following results.

Results {#sec1-3}
=======

Participants drew on examples of how services had adapted to South Asian patients' needs to support concordance between patient and providers through clinical encounters, information and awareness raising within communities and structured patient education.

*R2*: '...*so I find that when they come - if I need a link worker with me if I'm seeing a patient who can't speak English it\'s great now they've got the training, because I can just say to them, 'explain about this'. I can often just do a check, or whatever I'm doing, and I know that they will be able to give that information to the patient. and they will pick up things about the patients as well, because they've talked about and they'll understand that issue with diabetes. So it\'s such an advantage, I find, having done that*.'

*R9:* *'We've used peer educators as one example in terms of getting the message across because, as healthcare professionals we can start something up, make it look fantastic, but there\'s no point if it\'s a leaflet and there\'s nothing to pick up, not culturally sensitive whatever. What we try to do is - we're reminded of this every time we set something up - but fortunately as part of our diabetes network board, there\'s actually patients' representative on it. When you train peer educators who've obviously come from a community, we don't want to make them into a mini healthcare professional, or a mini healthcare judge, who\'s going to say, 'no take three of those and two of those, that\'s work for somebody else.; What we want them to do is just take the key messages around the disease are to the communities that they live in and then if there are other concerns or questions they come back to healthcare professionals. But it\'s about the whole signposting I would guess within the community.'*

*R12:* *'...its impossible to see them on a one-to-one, so we are offering structured education. We've got a local structured education program where a patient attends two sessions, they last 3 h -- each session lasts 3 h -- and they run about, it\'s about 4 or 5 that run each month; some of them here, for example, run in dual, so you will have an English version then, whatever, Punjabi one. they are bilingual. So the added factor over-resourced isn't really measured very well, the fact that we are able to do that. So myself, the podiatrist and the NSN we're all bilingual, so we're able to deliver that in two sessions, in two different languages.'*

A common element of locally developed diabetes care which participants invariably brought up was the role that primary care and specifically GPs have to play in the patient pathway and identifying where there was scope for improvement.

*R14:* *'...And I don't think they understand public health and health promotion, it\'s not about doing -- giving just leaflets, or doing some admin work. its more than that, it\'s looking evidence based information, it\'s actually about training. So they don't think about those things; I think GPs don't like capturing all those patients; if they don't get paid for that they won't do it.'*

*R12:* *'What we need, seriously, is making sure that there is a current, holistic overview, of what\'s happening with the patients. The GP must obviously find it extremely difficult; he sends the patient to me; I send reports to him on how their lifestyle and diet is. The DSNs must be sent information about how their diabetes management overall is, because of compliance of drugs and so forth and then there'll be biochemistry -- he'll have to come up, translate all that information, say whether this patient\'s got a risk of renal problems and issues, or -- you know, that must be an enormous task for because it\'s quite challenging to get an overall picture of the state of a diabetic patient.'*

Other participants observed that whilst policy initiatives to increase the level of diabetes care managed in general practices had resulted in few referrals to diabetes specialists, there were still patients who did not appear to have effective diabetes care.

*R13:* *'And, you know, there are some GPs that are brilliant out there, absolutely wonderful, and there are some that, you know, they're not so good and I am not sure that those patients -- well people are not being referred and this drive not to refer people, sometimes I think is a false economy, that there are patients that we need to -- even if it\'s just a couple of visits just to straighten them out and then they can be put back into the community with pastoral care.'*

*R10:* *'So, and we also seem to realize that now there are more patients who come in for acute medical surgical reasons, who are under the GP only for the diabetes, who actually have extremely poor diabetes control. Obviously that complicates their illness; while they're here we pick them up and we therefore get them into our system thereafter, not because the GPs refer them, because they come into hospital with something often unrelated to their diabetes.'*

*R11:* ', and we've just found that, you know, patients could be diagnosed x number of years, but when they come up there'll still be(inaudible) but nobody told them that. That\'s a good thing, you know, with patients coming time and time again and, you know, you may be the one that told them it in the first place...'

There was also a concern raised about the quality of checks within primary care.

*R9:* *'...But we, I think that what we don't understand is actually where is quality behind that to make sure what\'s recorded in terms of practice, day-to-day first, is actually what is the quality of that, and that\'s something we've always had a concern about in xxxxxxx, which is why what we're trying to look at is -- do we have a competent workforce, not so much the who but it\'s do we have a competent workforce to enable them to understand -- 'ah, so that\'s the new thinking in ethnic education, this is what\'s new in diabetes, this is what\'s new wherever;. And I think we've always, always driven education to healthcare professionals that\'s been top priority.'*

*R10:* *'...but of course there\'s a huge variation of standard and skill levels and knowledge levels and the services provided in primary care. We do have a community DSN in xxxxx but not xxxxx who has done a lot of facilitation.but there are some surgeries who, first of all, it\'s very difficult for her to get in due to their reluctance to have someone from outside come in potentially criticising everything you do. So it\'s been difficult, I mean, she has got some information on background, sort of background information on skill levels at the individual surgeries, but again it\'s never been properly presented and discussed at a forum, where we can therefore use the information to plan the next step in the strategy.'*

Services had approached the development of diabetes care and access in different ways at the three study sites. At one site an overarching public health approach led a PCT facilitated local consultative committee was supporting a range of local services working with people with diabetes at the same time as an innovative GP led community health promotion project. At a second site there was a strong base in diabetes research, including structured patient education, originating from the university and secondary care that had developed good research collaborations with primary care and facilitated local guideline development and implementation, as well as a comprehensive website. The third site had taken a predominantly practitioner-led approach and developed an innovative program of bilingual patient education in primary care.

On the first two sites the locally developed approaches appeared to be able to harness or have become integrated and have effects wider than the initiatives themselves whereas the practitioner lead approach, in the absence of a locality wide strategy struggled to engage GP practices across the third area.

*R6:* *'The GPs have been very good working with us, because of the new nGMS links. So the only part we are missing is health promotion, so whether it comes through the session here on Saturday, or whether it\'s done there, health promotion is being done. There are some places we are doing very good work. You can see when patients come we say 'who\'s your GP, they are better monitored.'*

*R9:* *'The practices who are involved and those patients who are involved and those patients who are involved (in research) there\'s no doubt they do actually influence what else goes on in that practice. And if you have a practice nurse who is very engaged, in a sense, in some of that research, then the outcomes are going to be far better than some practices where -- mm; can't seem to keep my head above water here.'*

*R10:* *'...but of course there\'s a huge variation of standard and skill levels and knowledge levels and the services provided in primary care. We do have a community DSN in xxxxx but not xxxxx who has done a lot of facilitation.but there are some surgeries who, first of all, it\'s very difficult for her to get in due to their reluctance to have someone from outside come in potentially criticizing everything you do. So it\'s been difficult, I mean, she has got some information on background, sort of background information on skill levels at the individual surgeries, but again it\'s never been properly presented and discussed at a forum, where we can therefore use the information to plan the next step in the strategy.'*

Discussion {#sec1-4}
==========

The conceptual model that has emerged from these data focuses on concordance as a process through which access to diabetes care operates \[[Figure 1](#F1){ref-type="fig"}\]. The reflections on local services and the needs of local people with diabetes were articulated from a range of perspectives by professionals who provide diabetes care in three local health systems.

![Conceptual model of concordance and cultural competency in diabetes care from interviews with service providers](IJN-22-424-g001){#F1}

Empowerment was the term used by some respondents to describe either the outcome or process, or both, of work to encourage access, better communication, and concordance. In the context of a broad definition of cultural competency, and because empowerment embodies the idea that patients are willing to take control and play an active role in their care, something that may not be the case with all groups of patients, analysis of these data has led us to focus on concordance rather than empowerment as the common process that underpins access.

Policy level initiatives to improve quality have increased and been implemented within the national healthcare system over recent years. This has been mirrored by quality improvements at local practice level. Together, the macro (policy) and micro (practice) improvements have the potential to increase the cultural competency in the system. The processes of access and concordance bridge the policy and practice levels, and at the same time are influenced by them. These processes are underpinned by communication.

At the point in time T1 when this research was being conducted, despite the quality of practical diabetes care being on an upward trajectory, the size of the effort required to bridge policy and practice to increase access was likely to be greater compared to future points in time. The model predicts that with the continued focus on reducing inequalities and improving patient-centered care, practical understanding of the process will become more widely implemented. In the same way that large wheel requires more effort to turn than a small one, our model suggests that the effort required to achieve culturally competent care is greater the further apart or less integrated policy and practice are.

For the effort to be reduced and bring the two levels closer together, our model suggests that there needs to be further top down (policy) and bottom up (practice) work that is able to harness the experience and understanding of what has gone on before and work at the level of local systems to put theory into practice. This calls for a proactive and dynamic action research approach to inequalities and access to quality diabetes care for which the shifts toward GP commissioning and the localism agenda present the opportunity.

The effort required to bring policy level drivers and those which underpin face to face encounters closer together was described variously, for example, as a need for research to understand why patients Do Not Attend; the piloting innovative approaches to engage with hard to reach patients; more training of GPs and practice staff to ensure monitoring checks are performed correctly; a shift in GP attitude towards prevention; increased level of effective communication through bilingual staff and interpreters; proactive use of routine data for health improvement in addition to payment purposes.

The respondents in our sample were directly involved in the delivery of care, so were either from the interspace, policy interface or practice base of this model. It was felt that the quality initiatives, particularly the QOF, whilst bringing about some behind the scenes improvements, had missed opportunities to directly impact on improving access or quality of diabetes care for patients.

The emergence of primary care commissioning and the re-organization of local public health authorities may maximize some of the opportunities for health improvement which participants felt had not been achieved through previous efforts. Recent white papers and the QIPP agenda encourage a local systems approach that could enable this.\[[@ref20]--[@ref22]\] Furthermore, the closer involvement of GPs in public health via local commissioning groups has the potential to improve concordance between the macro and micro levels of diabetes care.

Finally, for inequalities in access to be reduced, cultural competency of services must increase and therefore should be a key objective for local service commissioning and delivery. As cultural competency is a process of considering how sociocultural factors interact at multiple levels and devising interventions that take these issues into account\[[@ref17]\] local health services will benefit from the evidence that care pathway research such as this, provide for understanding and delivering evidence based outcomes.

Care pathways are complex interventions and as a means of improving quality and maximizing resources are necessarily context based.\[[@ref23]\] Local services therefore may find that broadening the understanding of concordance and applying it to the local system as a whole is a useful approach to planning and achieving effective diabetes care. Understanding how this can lead to reduced inequalities in access requires an evaluation of the local pathway as a complex intervention so that the mechanisms which bring about improvements can be identified and supported.

Conclusion {#sec1-5}
==========

There have been improvements in diabetes services at each site since the introduction of national guidance to improve quality. These achievements, however, had been unable to address all aspects of care which service providers identified as important in facilitating access for all patient groups. Participants identified where quality improvement initiatives had missed opportunities to maximize impact, and where they also had the potential to undermine patient concordance.

Barriers to concordance exist at multiple levels in the diabetes care pathway system, and are greater for some groups of patients compared to others. A proactive approach that builds on local knowledge and experience of adapting services to meet diverse needs and addresses culture in a broad sense is most likely to be effective in achieving equity and excellence in diabetes care. GP practices are in a unique position to identify and address the diverse needs within their populations.

Reflecting on current practice in relation to concordance together with predicted trends in diabetes will be essential in planning and commissioning cost effective diabetes care in the future. Focusing on the pathway and developing a model has been a useful way of identifying some of the key concepts for improving access to quality care for South Asian patients who experience inequalities in healthcare outcomes. Research and evaluation which is integrated with local service planning and takes a systems wide approach to concordance is likely to facilitate and increase cultural competence more widely.
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